ABSTRACT
INTRODUCTION P
ATIENT AUTONOMY AND INVOLVEMENT in medical decisions have been increasingly emphasized in recent decades. The paternalistic physician-patient relationship has changed to one focused on the autonomy or right to self-determination of the patient. [1] [2] [3] Given the level of uncertainty about treatment outcomes and the availability of multiple treatment options for most medical conditions, patients and providers should share the responsibility for choosing treatment options, considering the outcome probabilities of each option and the patients' preferences.
Active patient participation in medical care decision making has been associated with improved patient outcomes, greater satisfaction with their medical care, greater sense of personal control, and lower levels of concern about their disease. 4 The amount of information received by patients and their perception of involvement in medical care have an influence on patients' preferences for treatment 5 and attitudes about illness. 6 However, studies addressing patients' desires to participate in medical care decision making have reported inconsistent results. 3, 7, 8 Available data suggest that age, income level, and education level, in addition to such clinical factors as severity of disease, may play a role in patients' participation preferences. Older patients and patients with lower income and education levels have been shown to express a lower desire to participate in medical care decision making. 3, [9] [10] [11] Few studies have investigated the relationship between race/ethnicity and preferences for active involvement in medical decision making and information seeking. 12, 13 Blackhall et al. 12 reported that elderly Mexican American and Korean American patients were less likely to believe that patients should be told the truth about the diagnosis and prognosis of a serious illness, less likely to believe that patients should be involved in making decisions about the use of life support technologies, and more likely to rely on a familycentered model of decision making than were elderly European American and African American patients. In a series of focus groups conducted in earlier stages of our project, Hispanic women expressed a desire to be better informed and to receive more information from their healthcare providers. 13, 14 These findings were consistent with the work of Waitzkin, 15 who showed that minority and low socioeconomic status patients desire more information than they receive and ask fewer questions than do other groups. In addition, he found that doctors often underestimate how much information poor and less educated patients want.
Racial/ethnic differences in the desire for involvement in medical care decision making and information seeking may be partially explained by socioeconomic, cultural, and linguistic characteristics. Among Hispanics, such characteristics as language proficiency, fatalismo (fatalism), familismo (familism), sense of community, religious and moral values, empathy or sympathy, view of physicians as authority figures, expression of emotions when confronting illness, and lack of personalismo (personalism), or a more friendly interaction with health-care services and healthcare providers might influence healthcare behaviors and healthcare services utilization. 16, 17 These characteristics may also play a significant role in the patient-physician communication process, impacting the patients' desires to participate in medical care decision making. 4 Among Hispanics, particularly those born outside the United States, language barriers and other cultural traits have been suggested as being partially responsible for adverse experiences when seeking and receiving medical care. Latino patients' language use, cultural characteristics, and health beliefs and attitudes have been reported to influence patient-clinician communication. 18 Language use has also been observed to impact physician-patient agreement about recommendations made during medical encounters. 19 To our knowledge, only one study has addressed the role of such cultural and linguistic factors in patients' preferences for involvement in medical care decision making. 12 In that study, the desire of Mexican American patients aged Ն65 years to participate in medical decision making was not affected by acculturation level. However, Mexican American patients with higher acculturation levels were more likely to believe that patients should be told the truth about a diagnosis. 20 Here, we assess the role of English language use in U.S. Hispanic women's preferences for active involvement in medical care decision making and information seeking.
MATERIALS AND METHODS
The study sample consisted of self-identified Hispanic women from community settings and primary care public health clinics who participated in a larger multicenter study, the Ethnicity, Needs, and Decisions of Women (ENDOW) Project. The primary objective of the larger study was to identify minority women's beliefs and attitudes about hysterectomy and to document their preferences for participating in treatment decisions for benign uterine conditions and use of hormone replacement therapy (HRT). 21 We describe first the subject recruitment procedures of the larger study and then the specific procedures and measures of the study reported here.
Sample size and sampling procedures
Participants in the larger ENDOW study were ethnically diverse (African American, Hispanic, and non-Hispanic white), low-income women aged 35-61 years without history of hysterectomy. Hispanics were defined as women who reside in the United States and who were born in or could trace their ancestry to a Spanish-speaking country. Using results from a pilot study, we determined the sample size for the larger study to be able to detect a difference of 0.25 standard deviation (SD) units among the three racial/ethnic groups of interest, with a range of variability from low to high, power of 80%, and alpha of 0.05. 22 The ENDOW study recruited 681 women who were approximately equally distributed by racial/ethnic group. Of these women, 235 were Hispanic, and they form the basis for the study presented here.
A purposive, quota-based sampling method was used to identify homogeneous geographic areas (neighborhoods) with the largest concentrations of African American, Hispanic, and nonHispanic white women of low socioeconomic status in Harris County, Texas to increase the efficiency of data collection. 23, 24 Areas were identified using the 1990 U.S. Census ZIP code level data, the most recent data available at the time the study was planned. We conducted a cluster analysis using ZIP codes as the cluster unit. The SPSS K-Means Cluster Analysis procedure was used to select all the ZIP codes in which African American and Hispanic women aged 35-61 years with median household income equal to or below the county's household median income (US$31,000) represented Ͼ15% of the female population, and all the ZIP codes in which non-Hispanic white women aged 35-61 years with median household income equal to or below the county's household median income (US$31,000) represented Ͼ20% of the female population. Based on these characteristics, 38 ZIP codes were identified, providing an estimated target population of 105,452 women in the racial/ethnic, age, and income groups of interest. Half the participants were recruited at community settings, including discount stores, laundromats, and community multiservice centers, and half were recruited at public health clinics in these geographic areas.
Sampling strategy at community settings. Discount stores, food stores, laundromats, and community multiservice centers located in the target geographic areas were identified to serve as data collection sites. A mall-intercept sampling methodology was used to recruit women of the age and racial/ethnic groups of interest for direct interviewing. All women perceived by the interviewers as meeting the eligibility criteria were approached and screened for eligibility. Eligible women received an explanation of the study and were invited to participate in the survey. To reduce selection bias at the data collection sites, we introduced several mechanisms: (1) major service-oriented businesses were selected because they are more likely to attract a larger number of shoppers from larger geographic areas, therefore increasing the likelihood of a better representation of the target population, (2) sampling was conducted essentially throughout the sites' business hours, (3) at least two interviewers were assigned to each site, (4) interviewers were strategically assigned to cover the main entrance(s) of the sites, (5) in sites with more than one entrance, one interviewer was assigned to each entrance, and (6) if more than one potentially eligible woman entered the study site simultaneously, either separately or in a group, the interviewers were instructed to always approach and screen for eligibility in a systematic way; that is, the woman farthest to the right-hand side of the interviewer was approached. 25, 26 Sampling strategy at primary care public health clinics. Six Harris County Hospital District community health clinics served as data collection sites. Selection of the clinics was based on the characteristics of the patient population, days and hours of women's health clinics, volume of patients seen per time period (day/week), and location of patient waiting areas. To optimize the response rates and reduce selection bias, every potentially eligible woman (age and racial/ethnic group) in the patient waiting areas was approached.
Data collection
Data collection was conducted by a multiethnic team of bilingual (English and Spanish speaking) interviewers extensively trained in our sampling and recruitment procedures and in conducting face-to-face interviews. Interviewers were available Monday through Friday from 10 AM to 8 PM. At least two interviewers were assigned to each community or clinic data collection site. Each interview lasted approximately 30-45 minutes. Eligible women responded to the interview questions in English or Spanish depending on their language preference. Before beginning the interview, each woman was asked to sign an informed consent. Participants received US$15 upon completion of the interview as compensation for their time. Interviews were conducted between January and November of 1998.
The Committee for the Protection of Human Subjects from The University of Texas-Houston Health Science Center approved all study procedures.
Measures
A 211-item survey instrument was developed in English and translated into Spanish. The survey instrument included questions on demographic characteristics, health status, reproductive history, menopausal status, access to healthcare, experience with HRT and hysterectomy, outcome expectations about HRT and hysterectomy, medical decision making, and social support. The Spanish version of the instrument was comparable, conceptually and linguistically, to the English version. The translation team included bilingual research assistants and investigators who either were native Spanish speakers or spoke Spanish as a second language. The translation process followed the procedure described by Marin and Marin, 27 including forward and back translation by two different translators. Significant resources were spent to ensure comprehension, as detailed in Cantor et al. 28 To explore women's attitudes about active participation in medical decision making, we used a framework consisting of two decision theories, multiattribute utility theory 29 and the conflict theory of decision making. 30 Women's preferences for decision making and information seeking were measured by a slightly modified version of the Autonomy Preference Index (API) developed by Ende et al. 9 The original index consists of two scales: an 8-item information-seeking scale (ISS) and a 15-item decision-making (DM) scale. The latter consists of a 6-item subscale that measures decision making in general and a 9-item subscale that measures decision making using three clinical disease-specific vignettes representing increasing severity (upper respiratory infection, hypertension, and myocardial infarction). For this study, the 6-item subscale for general DM preference and the 8-item ISS were used in their original formats. 9 However, the disease-specific DM subscale was modified to include two clinical management vignettes (hypertension and use of HRT) and two surgical vignettes (cholecystectomy and hysterectomy) (see Appendix). The 3 original items of the hypertension vignette 9 were retained, whereas 5 additional items were included in the three new vignettes. Items in the surgical vignettes included preference for participating in decision making about second opinions, oophorectomy during hysterectomy, appendectomy during cholecystectomy, abdominal vs. vaginal hysterectomy, laparoscopic vs. abdominal cholecystectomy, use of pain relief medication, and time needed for recovery. Items in the HRT vignette included preference for participating in decision making about taking hormones, taking hormonal combination or estrogen only, type of prescription (oral, dermal, or vaginal), length of hormone use, and frequency of mammograms.
The ISS consisted of eight statements about obtaining information from a doctor in the case of an illness. Respondents were asked to select their level of agreement with each statement using a 5-point Likert scale response format ranging from strongly agree to strongly disagree. The DM subscale consisted of six statements. Respondents were asked to select their level of agreement with each statement using a 5-point Likert scale response format ranging from you alone to the doctor alone.
The 6-item general DM preference subscale, the 8-item ISS, and each vignette were analyzed as separate scales after linear adjustment to a range from 0 to 100. A value of 0 represented a patient's desire for no involvement in the medical decision, and a value of 100 represented a patient's desire for only her (and not the physician's) involvement in the medical decision. Values close to 50 indicated a preference for a shared medical decision or a neutral attitude toward information seeking, whereas values Ͻ50 and Ͼ50 indicated lower and higher preferences for patient participation, respectively. The DM had a Cronbach's alpha of 0.82 and a test-retest reliability of 0.84, and the ISS had a Cronbach's alpha of 0.82 and a test-retest reliability of 0.83.
English language use was the main independent variable in this analysis and was measured using the language use subscale of the short acculturation scale proposed by Marín et al. 31 This section of the scale consists of 5 items measuring language use. These items include language spoken and read, language used as a child, language used at home, language used when thinking, and language spoken with friends. We used only this section of the scale because language has consistently explained the majority of variance in most acculturation scales, including Marin's, whereas other subscales, such as media use and ethnicity of friends, have added very little to the explanation of variance. Answers were recorded on a 5-point scale ranging from 1 ϭ Spanish only to 5 ϭ English only. The language use subscale had a Cronbach's alpha ϭ 0.94 for the purpose of the analysis.
Covariates
Covariates of interest in this analysis included age group (35-39, 40-49, 50ϩ ), education level (Ͼ high school, high school graduate, Ͻ high school), poverty level (above, below), birthplace (United States, Latin America), perceived health status (excellent, very good, good, fair, bad), and interview setting (community, health clinic).
Statistical analysis
For ease of analysis, the language use subscale was dichotomized based on the median value (median ϭ 9, range 5-25) into decreased and increased English language use. We first assessed the relationship between women's preferences for participating in decision making and information seeking and English language use and other covariates of interest using a two-sample t test for dichotomous variables (English language use, poverty level, perceived health status [excellent, very good, and good vs. fair and bad], and setting of interview) and one-way analysis of variance (ANOVA) for variables with more than two categories (age and education level). We used the Bonferroni method for pairwise comparisons between group means of the variables in the ANOVA. In addition, we used the chi-square test to assess the relationships between English language use (decreased or increased) and each covariate.
We
RESULTS
The ENDOW project had recruited 235 Hispanic women; however, we excluded 3 of these Overall, the women in the study expressed a strong desire for obtaining medical information about their condition from their physician (mean score 85.7 out of 100) and for participating in shared medical decision making both for medical decisions in general (mean score 53.1) and for the specific surgical procedures cholecystectomy (mean score 45.8) and hysterectomy (mean score 44.1). However, they expressed a lower preference for participating in medical decision making related to HRT use (mean score 31.0) and high blood pressure management (mean score 36.9). women from our analysis because of missing acculturation level data, leaving a final study sample of 232 Hispanic women. The mean age of the study sample was 44 Ϯ 7.9 years (median age 42), with 38% aged 35-39 years and 26% aged Ն50 years and older (Table 1) . Education level was low: 58% of women reported 11 or fewer years of completed education, and of these, 70% (n ϭ 135) had 6 or fewer years of completed education. Most women were married or living in marriedlike situations (80%), reported a household annual income of ϽUS$20,000 (66%), and were born in Latin America (61%) ( Table 1) . Of the women born in Latin America, most (92%) were born in Mexico, with the remaining born in El Salvador (n ϭ 6), Honduras (n ϭ 2), Costa Rica (n ϭ 1), Nicaragua (n ϭ 1), and Colombia (n ϭ 1). Of the interviews, 51% were conducted in community settings, and 49% were conducted in clinic settings. Regarding health, 57% perceived their health as being good to excellent, whereas only 10% reported their health as being poor.
No relationship between English language use and age was observed; however, education, marital status, income, birthplace, and perceived Table 3 shows the relationships between English language use and women's preferences for information seeking and participating in medical decision making. Women who reported a decreased use of English consistently expressed a lower desire for involvement in medical decisions and for being informed than did women who reported an increased use of English. Statistically significant differences between women with decreased and increased English use were observed in their preferences for participating in medical decision making in general (p Ͻ 0.001) and pertaining to cholecystectomy (p ϭ 0.021) and in their desire to be informed (p Ͻ 0.001). However, no statistically significant differences were observed in their preferences for participating in decisions about hysterectomy (p ϭ 0.116), HRT use (p ϭ 0.137), or high blood pressure management (p ϭ 0.366).
In the univariate linear regression analysis, English language use was significantly associated with preferences for participating in medical decision making in general and in disease-specific decisions as well as with information seeking. Women who reported a decreased use of English expressed a lower desire for participating in medical decision making in general (p Ͻ 0.001) and for being informed about medical conditions and their management (p Ͻ 0.001) ( Table 4) . These relationships remained after controlling for other covariates (i.e., age, education level, income level, birthplace, perceived health status, and interview setting), suggesting that English language use may be an independent predictor of preferences for medical decision making in general and desire for information. Controlling for age, education level, income level, perceived health status, and interview setting had little effect on the relationship between English language use and preferences for participating in medical decision making. Adjustment by covariates had a larger effect on the relationship between English language use and information seeking, reducing the standardized beta coefficient from Ϫ0.302 (p Ͻ 0.001) in the bivariate model to Ϫ0.163 (p ϭ 0.044) in the multivariate model (Table 4) .
The relationship between English language use and women's preferences for participating in disease-specific medical decisions about hysterectomy, HRT use, and high blood pressure management disappeared after controlling for other covariates (Table 4) . Only a borderline statistically significant (p ϭ 0.066) relationship remained between English language use and women's preferences for participating in medical decisions about cholecystectomy.
DISCUSSION
Overall, the Hispanic women in this study expressed a substantial desire for information and a high preference for participating in medical decisions with their providers. The study supported the role of sociodemographic factors in information-seeking and medical decision-making behaviors as reported by others. 3, 7, 9, 10, 12, 13 We found that Hispanic women who reported a decreased use of English expressed a lower desire for involvement in medical decision making and information seeking than did Hispanic women who reported an increased use of English, independently of other sociodemographic factors. This finding is consistent with the findings of Blackhall et al., 12 who reported that lower acculturated Mexican Americans were less likely than their higher acculturated counterparts to believe that patients should participate in decisions about the use of life-supporting technology. In addition, consistent with other studies, the Hispanic women in this study who had lower educational attainment, lower income level, were foreign born, and perceived their health status as being fair or poor expressed a lower desire for involvement in medical decision making in general and for information seeking. Our data also suggest that the Hispanic women in our sample may have a higher desire to engage in shared medical decision making for invasive medical procedures (hysterectomy and cholecystectomy) than for noninvasive therapeutic medical decisions (HRT use and high blood pressure management). This finding was observed in both women who reported decreased or increased English language use and is consistent with studies reporting that patients have a higher desire to participate in shared medical decision making when confronting more severe health states or diagnostic and therapeutic invasive procedures. 3, [32] [33] [34] [35] [36] It is possible that the severity of the disease or the irreversible nature of the surgical decisions may influence patients' preferences for a participatory role in the decision-making process. Thinking carefully about the possible negative consequences of a decision has been referred to as "anticipatory regret." 30 Anticipatory regret can keep a person from making hasty decisions, even if the decision seems attractive. A patient may be more likely to desire involvement in the decision-making process when there is a significant possibility of regret, as might be the case in an irreversible surgical procedure, than when there is little possibility of regret. On the other hand, it may be that the difficulties of managing a chronic disease are overwhelming to the patient and that the choices are too complicated. Faced with decisions about disease maintenance that may include choices about medications, diet, physical activity, and monitoring, patients may be more likely to rely on the physician's input about what decisions should be made. Cultural factors also may influence the desire, as well as the opportunity, to be involved in making medical decisions. It is hypothesized that as individuals become more assimilated into the mainstream culture values of their adoptive country, they acquire the values and preferences of that country for participating in medical decision making and information seeking. When Hispanic women were compared to white and African American women in the study, we observed that the preferences for decision making and information seeking of Hispanic women who reported an increased use of English tended to be more similar to those expressed by white and African American women than to those expressed by Hispanic women who reported a decreased use of English. 37 Hispanics often have great respect for physicians and confidence in physicians' abilities and knowledge. Therefore, they may feel that their healthcare providers are shirking their responsibilities if they ask for patient input. The idea of respect is important in the Hispanic culture, and it may be seen as disrespectful to physicians if patients disagree with or doubt their physicians' opinions, ask too many questions, or get involved in the decision-making process. 38 It is, therefore, interesting to note that although there were differences between women with decreased and increased English language use in the desire to be involved in medical decision making, the mean scores were fairly high for all the women. Although the data showed that women with decreased English language use were less likely than women with increased English language use to desire involvement in medical decision making, medical providers should not presuppose the participation levels patients would desire to have in medical decision making on the basis of sociodemographic characteristics, such as ethnicity or educational level, or patients' medical conditions. 39 Healthcare providers may lack understanding of patients' cultural disease models or attribution of symptoms 40 and may not understand patients' desires to be involved-or not be involved-in medical decision-making. Therefore, it is important that providers explore with their patients, their patients' families, or their patients' friends how much involvement they prefer in the decision-making process. Some studies have shown that patients who are more involved in their medical decisions have better outcomes and are more satisfied with those outcomes. 3 Despite our results, English language use and the other covariates included in this analysis have very limited explanatory power to account for preferences for participating in medical decision making and information seeking among this sample of low-income, less-educated Hispanic women aged 35-61 years. This suggests that other factors not measured in this analysis, such as other cultural traits and self-efficacy to communicate with providers, may impact patients' preferences for participating in decision making and information seeking.
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In interpreting these results, it is important to consider some potential limitations of the study. First, the cross-sectional nature of the survey limits the conclusions because women may change their preferences for participating in medical decision making over time due to increasing age, assimilation into the mainstream culture, and differences in medical conditions, among other reasons. Second, participants were asked to judge and make decisions based on hypothetical scenarios. Participants may respond differently when facing real medical decisions than when assessing similar, hypothetical ones. The characteristics and personalities of medical care providers and the clinical characteristics of the patients' medical conditions (e.g., frequency and intensity of symptoms) may shift their preferences toward a more active participation in medical decision making. Third, our findings are limited mainly to Mexican American women or women of Mexican origin of low-income levels, low-education levels, and age 35-61 years. Therefore, our results may not be generalized to Hispanic women in other subgroups, such as those with higher levels of education or income. Fourth, our study is limited only to one component of the acculturation construct, language use. Although language use has been shown to explain most of the variance observed in acculturation scales, it does not address how other cultural characteristics (such as role of family, fatalism, religious beliefs, disease model, and attribution of symptoms) may affect their preferences for a participatory role in medical decision making. Therefore, there may be unmeasured cultural factors that may have a larger impact on patients' preferences for participating in medical decision making than do the language factors measured by the acculturation scale designed by Marín et al. 31 used in this study. In addition, the language subscale used in this study was based on an earlier acculturation scale that assumes a linear process of acculturation, different from more recent multilineal/multidirectional acculturation scales.
Despite these limitations, our findings suggest that language use may influence Hispanic women's preferences for participating in medical decision-making and information-seeking behavior. Further studies are needed to assess the role of other cultural factors and linguistic barriers in these preferences among Hispanic subgroups as well as women from other racial/ethnic backgrounds. It is important to develop interventions that facilitate patients' participation in medical decision making. These interventions need to address patients' communication skills so that they become more proactive in their medical encounters. In addition, these interventions need to address cultural characteristics affecting patients' roles in medical decision making. As part of the ENDOW Project, we developed bilingual educational materials (videos and workbooks in Spanish and English) to teach women how to communicate effectively with their healthcare providers and make informed decisions about medical treatments. Future research should focus on the effectiveness of these interventions to increase communication and decision-making skills. Additionally, future efforts may need to focus on the education of healthcare providers. As patients become more involved in medical decision making, healthcare providers will need to learn new communications skills and develop methods to aid patients in the decision-making process.
